HISTORICAL BACKGROUND
The first initiative underlying the present Epilepsy Centre was taken in 1919. At that time the Brothers of the Holy Joseph at Heerlen bought a parcel of land at Sterksel (in the south-eastern part of the Netherlands) for a new monastery that was to take on the task of nursing (male) epileptics.
On September 9, 1920, the construction of provisional accommodation was started, after which the site was prepared for the erection of the final monastery. When the monastery was finished, at the end of 1927, it was named 'Huize Providentia'. In December, 13 brothers and 50 patients moved into the new complex.
In the years that followed the surrounding buildings were put up, accommodating a growing number of patients and brothers. In 1937, Monsignor Diepen, the Bishop of Bois-le-Duc, opened the school that this community had set up on its premises.
In 1942, the German occupiers expelled the brothers and patients from Providentia, exiling them to Huize St. Joseph at Heel and to Koningslust. The Germans used the monastery for their own purposes, e.g. to accommodate Hitlerjugend units. After Sterksel was liberated in 1944, the English took possession of Providentia, which they fitted out as a hospital. There is still an official English war cemetery on its premises, accommodating the graves of 42 fallen. After the war the brothers and their patients returned to Providentia.
In 1953, the medical director of Providentia and the Dean of Heeze took the initiative to build an institution for female epileptics near the premises of Providentia. They found a sister congregation willing to shoulder this task, i.e. the Congregation of the Franciscan Nuns of Oirschot. When a suitable site had been purchased at Heeze, the 'Catholic Foundation for Epileptics in the Netherlands' was set up at the end of 1958. Chairman of this foundation was Mr Wim van Doorne (one of the founders of the Daf Car Factory).
Without delay this new foundation started talks with the Congregration of the Brothers of the Holy Joseph, who ran Providentia, to arrive at some form of co-operation. In 1964, this initiative resulted in a co-operating foundation being set up, i.e. 'the Catholic Foundation for the Exploitation of Medical Centres for Epileptic Patients'.
Meanwhile, in 1964, the first buildings at the new site at Heeze-which had been named Kempenhaeghe-had been brought into use. During the years up to 1974 Kempenhaeghe was further extended. The new school 'De Berkenschutse' was opened on this site in 1969.
In 1971, Providentia, Kempenhaeghe and the Cooperating Foundation merged into the new Kempenhaeghe Foundation. Up till now this Foundation has been the legal body that administrates the Epilepsy Centres at both locations (which are still called Providentia and Kempenhaeghe) and the school de Berkenschutse (situated on the premises of Kempenhaeghe).
In 1977, the ministry granted Kempenhaeghe its present status as an officially recognised specialist hospital and nursing home.
In the 1970s, there was a large-scale extension of accommodation for patients. Meanwhile the monastery itself continued to be used for central services and as a residence for the brothers.
During the first half of the 1990 the last brothers and sisters that had worked at Kempenhaeghe went into retirement. They also withdrew from the monastery of Providentia and the convent building on the premises of Kempenhaeghe. In 1995, the brothers retired from the board of the Kempenhaeghe Foundation. This step marked the end of a special era, during which a brother and sister congregation had shared responsibility for epilepsy patients with a lay foundation.
In 1992, it was laid down by statute that Kempenhaeghe was to change its Roman Catholic denominational basis into a more general Christian one, 'drawing its inspiration from the Gospel'. The statutes also provided room for other target groups rather than just epileptic patients. An example of this extended scope of care is the Centre for Sleep/Wake Disorders.
After the years of development, which lasted until approximately 1978, there was a period of stabilisation. Internal organisational stability was achieved in the latter half of the 1980s.
The period from 1990 onwards is characterised by further professionalisation and broadening of Kempenhaeghe's specialism, which manifests itself in staffing, working methods, accommodation, external co-operation agreements and numerous initiatives in the field of research and development.
New insights into the guidance of mentally handicapped people led to a number of houses being set up in the nearby villages of Maarheeze, Someren and Heeze, where guidance is provided to mentally handicapped epileptic patients. In the field of day care similar initiatives were taken outside the main locations. In the same period the school became an 'expertise centre for epilepsy and education'.
Kempenhaeghe has achieved a strong position in Netherlands health care: a good reputation with patients, the doctors referring them, the professional field, government and insurers. For that reason Kempenhage is a partner with which many are pleased to co-operate. It is a stable organisation with a competent staff that provides high standard care in modern accommodation and on a sound financial basis. In addition, Kempenhaeghe has become increasingly active in the field of research and development.
CATCHMENT AREA
The main area served by Kempenhaeghe is the southeastern part of the Netherlands. The chief reasons for referring patients to Kempenhaeghe are: a. 'Is this epilepsy or is it something else?' b. The treatment already started yields insufficient results.
c. There are a lot of additional problems involved (handicaps, behavioural problems, learning disorders, sleeping disorders, etc.).
d. Seeking a second opinion.
In addition to these medical questions there are very often questions connected with 'living with epilepsy', which are an integral part of the overall demand for care the patient takes with him to Kempenhaeghe.
THE MAIN SECTORS OF THE CENTRE
Kempenhaeghe has three sectors: two for the Epilepsy Centre and, as a third sector, the Centre for Sleep/ Wake Disorders. In this context we restrict ourselves to the Epilepsy Centre.
Diagnosis and treatment sector
• This sector includes four outpatient departments, (spread over the catchment area: Heeze, Enschede, Nijmegen, Sittard). Approximately 3500 different patients visit these outpatient departments about 12 000 times a year. Of the 3500 patients approximately 800 are first-time referrals to Kempenhaeghe.
• There are clinical departments with about 80 places for pre-school children, for observation and short-term treatment of all other patients The Admission Centre has seven wards for different target groups.
• For children staying at Kempenhaeghe for 6 weeks up to 2 years there are four houses in the village of Heeze (4 × 6 patients). The children attend the school at Kempenhaeghe (The Berkenschutse) during the daytime. Whether this capacity is extended by another two houses (which is an option), will be decided on evaluation of the experiences with the new scheme.
• There are also training houses for three and four patients at Heeze (resocialistion).
• The neurologists working in outpatient and clinical departments also hold positions within this sector.
Long-stay sector
All patients of the long-stay sector are mentally handicapped and most of them have other problems as well (somatic, behavioural, etc.) . It goes without saying that all patients suffer a serious form of epilepsy (except for a group of elderly patients that have been at Kempenhaeghe for a very long time, in whom epilepsy sometimes does not play a major role any longer).
• The children of this sector live in two pavilions (51 places) on the premises of Kempenhaeghe, where they visit the school or the day-care centre.
• Approximately 225 adult mentally handicapped epileptic patients live in pavilions of at the most 48 places on the premises of Providentia (3 km away from Kempenhaeghe). The wards within the pavilions vary in size from 6 to 12 places.
• In the villages of Maarheeze and Someren there are six houses for small groups (6 places each) of mentally handicapped epileptic patients that do not need the protection of the institution but do need permanent guidance and support. The idea is to transfer still more residents of Providentia to such houses.
• The day's schedule for adult long-stay residents varies: activity groups at Providentia, occupational therapy groups at Providentia, working at a so-called 'care farm' in the region, working at the special Kempenhaeghe workshop at Heeze industrial estate, doing supervised work at institutions or with companies in the region (on an individual basis).
• The staff of this sector includes doctors and remedial educationalists in charge of the treatment of groups of residents.
The work of both sectors is supported by a number of treatment-related services
• Behavioural Science.
• Clinical Neurophysiology (including EEG-videomonitoring and pre-surgical screening).
• Clinical Chemical Laboratory.
• Social Work (offering social advice).
• Physiotherapy.
• Dispensary.
• Pastoral Service.
The work is done in multidisciplinary teams headed by a practitioner in charge of treatment (usually a neurologist, general doctor or behavioural scientist). Standard diagnostic or treatment programmes are available for various problems.
HUMAN RESOURCES
Kempenhaeghe has about 800 employees for approximately 560 full-time posts. The overall formation has roughly remained the same, though the number of beds occupied has gone down over the last few years. There is a slight shift from direct care functions to treatment and treatment supporting functions. However, the staffing ratio, i.e. the number of 'hands for direct care and guidance per patient present' has remained roughly the same.
The current staffing establishment in FTEs is roughly distributed as follows: It is becoming increasingly difficult to find sufficient staff in the Netherlands. This applies to nearly all functions.
The management consists of a general director (ultimately responsible) and a part-time director, who is specifically responsible for Research and Development.
The management also administrates the Foundation in a legal sense. There is a Supervisory Board that appoints the management and has to endorse a number of managerial decisions (approval of the budget and annual accounts and major policy decisions). The Supervisory Board meets seven times a year.
CO-OPERATION AND NETWORKING
Kempenhaeghe increasingly operates in a network of co-operation agreements:
• With Maastricht Teaching Hospital in various fields of treatment (surgery, neurostimulation, learning disorders), for scientific projects and for epilepsy internships for trainee neurologists.
• With Utrecht Teaching Hospital for epileptic surgery.
• With the other Epilepsy Centres in the Netherlands (at Heemstede and Breda): exchange of professional expertise, policy alignment and operational co-operation. If necessary, joint action will be undertaken with government and health insurers.
• With St. Anna Hospital at Geldrop for general medical support (various medical specialisms, intensive care, insufflation, dispensary support, etc.).
• With a dozen institutions for care of the handicapped, to which Kempenheaghe offers advice (neurological and nursing advice).
• With a couple of psychiatric institutions (mutual support in specific cases).
• With industry (medicine research, development and testing of methods, techniques and equipment).
• With patients' associations (the Netherlands Epilepsy Association, Association of parents and patients of Kempenhaeghe, general patients' associations).
• With the Netherlands League, the National Epilepsy Fund.
• With various institutions in the field of education and educational support.
EDUCATION, INFORMATION AND PUBLIC RELATIONS
During the past few years a lot of energy has been put into providing information to our patients:
• leaflets on specific topics (e.g. investigations one must undergo),
• brochures on diagnostic or treatment programmes,
• brochures for patients on hospital admission, etc.
A limited supply of video material is also available. Educational programmes are mainly directed at long-stay residents. An 'Epilepsy and Work' programme is currently being developed.
In the years to come Kempenhaeghe intends to devote more attention to target groups outside Kempenhaeghe. The government has been asked to lend support in developing a policy on the distribution of the expertise available.
Our practitioners give lectures to patients' associations and local groups on an ad hoc basis. A nurse gives advice on how to deal with epilepsy in everyday practice to care providers in other institutions. However, this is not done systematically and only on request.
In addition to our own patients, the focal point of our Public Relations effort has been the general presentation of Kempenhaeghe in the media. A lot of attention has been devoted to more general publications such as the annual report, the periodic reports on Research and Development, the reports on the Centre for Sleep/Wake Disorders, the general video on Kempenhaeghe and activities in support of the symposium on epileptology held annually at Kempenhaeghe. This symposium has achieved a good reputation in its professional field in the Netherlands and in Belgium and is visited yearly by 200 practitioners, behaviourists etc.
FINANCIAL PERSPECTIVE AND STRATEGIC CONSIDERATIONS
Kempenhaeghe's annual budget amounts to well over 35 million Euros. The financial situation of Kempenhaeghe is stable. However, intensification of the demand for care makes it increasingly difficult to deliver adequate care within the available budget. For that reason considerable efforts have been made to get the budget extended. This is becoming even more necessary, given rapidly rising staff costs.
Together with other Epilepsy Centres in the Netherlands, Kempenhaeghe is working on a new system to defray costs, based on actual diagnoses and lines of treatment. This system, which is being designed for all Dutch hospitals, is to replace the current budget.
